Dementia is an increasingly common condition among the older population. It is characterised by multiple cognitive deficits leading to decline from premorbid level of functioning. In 2015 it was estimated that there were over 850,000 people in the United Kingdom (UK) living with dementia and approximately 7,000,000 family carers of people with dementia in the UK. Carers are finding themselves providing increasing amounts of care and support for their loved ones, often independently.
INTRODUCTION Dementia
Dementia is an increasingly common condition among the older population. It is characterised by multiple cognitive deficits leading to decline from premorbid level of functioning. The ICD-10 Classification of Mental and Behavioural Disorders [1] defines dementia as a collection of symptoms which arise as a result of brain disease or damage and is usually chronic or progressive in nature. Several cognitive activities, including memory, thinking, comprehension, calculation, learning, language and judgement may be affected. In addition there may be changes in emotional control, social behaviour or motivation. Alzheimer's disease (AD), vascular dementia (VaD) and dementia with Lewy bodies (DLB) remain the main underlying causes [2] .
In 2015 it was estimated that there were over 850,000 people in the United Kingdom (UK) living with dementia; and approximately 7,000,000 family carers of people with dementia in the UK [3] . These carers are finding themselves providing increasing amounts of care and support for their loved ones [4, 5] , often independently. Such family carers find that this support can often be both challenging and yet rewarding; can have an impact on their long term psychological and physical health; can change existing relationships [3] ; can be extremely exhausting and isolating; and, in addition, be at great personal financial cost to them. Whilst the numbers of people diagnosed with dementia is increasing worldwide, the ebb and flow of dementia care and support provides an inadequate and variable consistency across this increasing population.
Burden of Caring
Family carers of people with dementia provide most of the care and support in the UK. This is often associated with high personal emotional and financial cost. Estimates made by the Dementia UK report [6] indicated that approximately 50% of the financial costs of dementia to society as a whole was met by family carers [6] . In 2014 the Alzheimer's Society reported that two-thirds (£17.4 billion) of the overall cost of dementia care was being met by people with dementia and their families, either as unpaid care (£11.6 billion) or through paying for social care. In a review for the House of Commons [7] ) further highlighted the economic impact of working age carers who had to leave work to care for a family member with dementia. Parkin & Baker predicted that by 2030, the cost of the skills and experience lost from the workforce due to dementia will rise from the current £628 million to £1.16 billion [7] . This work can have negative consequences for family carers' health and wellbeing. Accessing timely and relevant support and services is important to carers, however the experience is often reported as difficult [8] , especially when faced with the need for palliative and end-of-life care.
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It seems that dementia support potentially comprises four distinct (but potentially overlapping) categories: those who have been dementia care givers; those who are going to be dementia care givers; those who are receiving dementia care; those who will need dementia care. Therefore the impact on those supporting people with dementia is potentially vast; it can be demanding, challenging and tiring for relatives.
Palliative and End-of-Life Care in Dementia
One in three people will die with or from dementia. Dementia is a lifelimiting condition with an average life expectancy of 4.5 years after diagnosis [9] . Nevertheless, the number of people accessing specialist palliative care services remains low, with only 1% of people with dementia dying in a hospice and less than 10% dying in their own home [10] .
Palliative care is defined as the active, total care of patients whose disease is not responsive to curative treatment. Control of pain, of other symptoms, and of psychological, social and spiritual problems is paramount [11] . It is a "whole person" approach, with an emphasis also to the needs of those who matter to the person with dementia; their families, carers and friends. Although dementia has been identified as the leading cause of death in England [12], there is still widespread evidence that people with dementia have inequitable access to good palliative and endof-life [10, 13] and hospice care [14] .
Hospice Enabled Dementia Care
Dementia care is an increasingly important strategic consideration for hospices in the UK. In 2014, Hospice UK reported on the role hospice could play in supporting people with dementia to live and die as well as possible [16] . The report outlined how hospices can be best supported to include dementia in their everyday practice and suggested an initial audit and review of current practice and service model. The Douglas Macmillan Hospice, Stoke on Trent, Staffordshire, was one of the first hospice in the UK to appoint an Admiral Nurse (see Figure 1 ). The hospice strategy and [15, 17] .
EVALUATION METHODS
Evaluation can be described as a as a form of "disciplined enquiry" [18] that applies scientific procedures to the collection and analysis of information about the content, process, structures and outcomes of projects [19] . Whilst evaluation can be applied in a number of differing contexts, and for a number of differing reasons, in this context it was used to determine the merits or value of the Admiral Nurse to support people with dementia and their families, as part of hospice development.
The evaluation used a number of methods to determine the merits of the Admiral Nurse service, including focus groups, case studies and survey methods, however this particular article will focus only on the survey that was conducted. Questionnaires and surveys are recognised as cost effective, useful tools for accessing a range of participants to generate invaluable sources of data about attitudes, values, experiences and behaviours in the social sciences [20] . This particular survey used a mixed method approach consisting of 18 questions that elicited feedback using both a 5-point Likert scale and a box for free text comments. The survey tool used was an established, well tested instrument with family carers of people with dementia [21, 22] , used with kind permission from Dementia UK. The survey aimed to capture the carer experiences of those accessing the Admiral Nurse service in the Stoke on Trent and Staffordshire area, UK. and was distributed by post to families who had been supported by the Admiral Nurse during the first year of the project.
Ethical Considerations
This project was an evaluation of service development and therefore did not require National Health Services (NHS) ethical approval. An action research framework was used to underpin the exploration purely because it afforded us the opportunity to routinely engage fully with a range of clinicians and others, using a cyclical approach to inform change.
Although not perceived as requiring ethical approval, principles of good ethical practice were followed throughout by fully informing anyone participating about the project and by obtaining consent from all participants.
RESULTS

"The Admiral Nurse is an exemplary nurse providing clinical, practical and emotional support…I don't think I could manage without her…"
-Survey Respondent: Daughter carer of person with dementia Forty five family carers were surveyed which yielded a 56% response (n = 26); the demographics of the 26 respondents can be found in Table 1 .
The outcomes of this survey are presented to provide a flavour of the experiences of dementia care and support from a personal care perspective in one hospice in the West Midlands area of the UK.
Of the 26 respondents who completed this survey questionnaire, 22 (85%) were female; all identified themselves as White British. Nineteen (73%) of the respondents were aged 65 or over with one person 85 years or over (see Table 1 ). Twenty carers (76%) provided upwards of 70 hours per week on their caring role (see Figure 2 ). Figure 3 ). The nature (see Figure 4 ) and impact of the Admiral Nurse was expectedly variable, since individual needs vary so much as do expectations, but the biggest impact was around the carers' ability to make decisions; to take better care of their loved ones; increased confidence in coping; and self-care (looking after themselves) (see Figure 5 ). commodity) was available for the family as well as the person with dementia (see Figure 6 ). Respondents could tick more than one box in this section.
Figure 6.
Differentiating between professional roles.
If an Admiral Nurse service had not been available, the majority of respondents (over 70%; n = 18) recognised that they would have struggled on by themselves, and half (n = 13, 50%) stated that they would have needed to contact their General Practitioner (GP) (see Figure 7 ).
Respondents were asked to consider any improvements that could be made to the service, but few suggestions were made with the exception of increasing the numbers Admiral Nurse's available. Table 2 ). Free text in the survey clarified the differences or impact that the Admiral Nurse had made (see Table 2 ). Table 2 . Key themes around free text suggestions on how the Admiral Nurse service could be improved.
Theme
Supporting comments Accessibility
Increase in admiral nurses "more please" Should be available to all who need it Two ANs support for people in their own homes Understanding
Restraints: Recognition of financial constraints Unrealistic asking for more admiral nurses Participants also recognised the importance of the AN service, and saw it as a catalyst for change and support. With regards to suggested improvements, overwhelmingly participants identified the need for more ANs, whilst appreciating the inherent financial constraints and challenges associated with this (see Table 3 ). 
Knowledge and skills
Experience:
"Compassionate and understanding" Knowledgeable and experienced "She understands and listens and always makes me feel that I actually can cope"
"For the first time in this long and sometimes lonely journey, we feel supported by someone of great experience and understanding" "She keeps me going, always tells me how well we're doing. She never rushes the appointment, puts up with me being upset, and listens without being judgemental. Offers guidance and support"
"She is a very special person"
Coping Loneliness, isolation and desperation:
"I was out on my own without any emotional support until I heard about W" "I no longer felt I was on my own…" "W. was there to help and support me in the difficult decisions that need to be made on behalf of someone with Alzheimer's" "This is invaluable for anyone who finds themselves in this very lonely place" "W. has become a very important person in our lives" "Dementia can be a very isolating illness for the patient and their family"
Multiple caring roles:
"I also cared for my father who had cancer…he passed away in December. That combined with my mum's cancer and dementia, I often felt I was sinking…"
"My father is 85 with mixed dementia…he lives with my mother who is 87. I live 5 miles away and am his main carer…"
The service Meaningful:
"Well done to all who provide this service"
Provides practical advise and support
Can be a catalyst for support: contacting GPs etc.
"W. has made the world of difference to us…" "I honestly do not know if we would cope without her..." The burden of the role when caring for a family member with dementia is notably variable, but inevitably broad in accordance to individual needs, and often lonely, unless they have the support they need to help them, as described by a wife carer: and "lived experience" picture of this marginalised, somewhat hidden population and their overwhelming appreciation of the service provided by the Admiral Nurse.
DISCUSSION
As the numbers of people with dementia continue to grow, developing appropriate care and support options remain crucial in supporting individuals and families along this journey. Professionals will have to think creatively, and work proactively and collaboratively, to ensure such services are indeed "fit for purpose". The Admiral Nurse model may be an important development along the dementia continuum of care.
Recommendations
Expanding hospice services to proactively include patients with dementia seems a natural and logical development since it provides a meaningful and accessible service to an ever increasing population where support is currently inconsistent. It can feasibly address the needs of the four distinct categories of populations potentially involved, namely those who have been dementia care givers, those who are going to be dementia care givers; those who are receiving dementia care and those who will need dementia care. However it is recognised that not all hospices would (or indeed could or should) undertake this strategic development, since the risks associated with financial support alone can be high.
On-going funding for hospice care remains challenging. Patients diagnosed with dementia are increasing, the care and support required has to be funded from somewhere, and if hospices are willing to embrace this population then realistic funding agreements should be achievable and indeed a priority.
This evaluation survey has captured rich data around the holistic impact that an Admiral Nurse can have on the patients and families. More empirical research is required to explore the longer term impact of such support from a strategic, financial, personal, social and logistic perspective, in order to address the ebb and flow of dementia support.
